PODS PARENT CARER FORUM
ANNUAL SURVEY 2025 – FAMILY EXPERIENCES
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PODS Parent Carer Forum is the formally recognised, independent peer-led organisation, founded in 2008, representing and involving families of Children and Young people with Special Educational Needs and Disabilities (SEND), aged 0-25years.
Parent Participation and Involvement
Is when parent carers and professionals work together, recognising each other’s knowledge, to make informed decisions about services that make the best use of resources.
This means that services can better meet the needs of families with children & young people with disabilities and additional needs so resources are not wasted on services which parents and families do not take up.
Effective parent participation happens when parents have conversations with and work alongside professionals, in order to co-design, develop and improve services.
Working with parents carers and families helps professionals to understand what needs to happen to develop services that meet families’ needs and also helps parents carers understand the complexity involved and the challenges faced by the professionals who have to bring about that change. Working together and sharing knowledge enables parent carers and professionals to find solutions that work.
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In your view, what is working well and what you have celebrated over the last 12 months.
Across responses, parent carers highlighted a wide range of positive developments and achievements over the past year. Key themes include progress in children’s development, improvements in education settings, supportive relationships, and valued input from PODS and other services.
Child and young person progress
*   Many parents celebrated significant developmental gains, including improved communication, emotional regulation, behaviour, confidence, independence, and social skills
*   Milestones such as starting nursery or school, settling into secondary school, choosing GCSE options, achieving qualifications, or progressing in college, training or supported internships were frequently mentioned.
*   Several families highlighted success in areas such as reading ability, potty training, sleep improvements, mental health stability, and reduced hospital admissions, particularly for children with complex or life-limiting conditions.
Education and school support
*   Positive feedback was given where schools:
    *   Demonstrated SEND leadership (e.g. new or proactive headteachers, effective SENCOs).
    *   Put reasonable adjustments in place, such as 1:1 support, calm spaces, nurture provision, ELKSA/ELSA support, behaviour strategies, and flexible approaches.
    *   Provided good communication and partnership with parents.
*   Specialist and resource base settings were often described as transformational, with personalised education, strong communication, and better understanding of need.
*   Successful outcomes included EHCPs being granted, tribunal wins, smoother transitions, and education finally meeting children’s needs.
Health and wellbeing
*   Some families reported positive experiences with specific health services or professionals, including:
    *   Understanding and patient hospital teams.
    *   Helpful GPs or nurses.
    *   Successful diagnosis journeys (ASD, ADHD) finally leading to appropriate support.
    *   Effective therapies accessed through school settings.
*   Improvements in mental health, emotional wellbeing, and reduced anxiety for children and parents were celebrated where support was timely and appropriate.
Social care, activities and community
*   Where accessed, families valued:
    *   Short breaks, respite, PA support, and specialist activities that met their child’s needs.
    *   Inclusive leisure opportunities and funded activities (e.g. swimming, trips).
*   Families also celebrated family life improvements, such as more quality time together, better routines, and increased participation in community or leisure activities.
PODS and peer support
*   PODS was frequently described as:
    *   An invaluable source of support, guidance, advocacy and reassurance.
    *   A way to feel less isolated and more understood.
    *   Helpful through workshops, befriending, information-sharing, activities, and links with other parents.
*   Several respondents celebrated becoming volunteers or befrienders, finding purpose in supporting others.
*   Parents valued meeting other families with shared experiences and learning practical strategies from one another.



In your view, what do you think could make things easier for your family right now? 
Parent carers identified a number of consistent themes around what would help ease pressures on families at this time. These reflect a need for timely support, better communication, flexibility for working families, and services that genuinely understand and meet children’s individual needs.
Faster access to assessments, diagnoses and support
*   One of the strongest messages was the need shorter waiting times for ASD, ADHD, SEMH and other assessments, with many families describing waits of months or years.
*   Parents felt earlier diagnosis and intervention would prevent escalation, reduce family stress, and help schools and services understand children’s needs sooner.
*   Families also highlighted frustration at needing a diagnosis before accessing meaningful support, particularly for children who are masking or coping academically.
EHCP processes and education support
*   Many respondents said things would be easier with:
    *   Timely EHCP assessments, reviews and amendments, within statutory timescales.
    *   EHCP provision being consistently delivered, monitored and enforced.
    *   Less need for parents to “fight”, chase responses, or resort to complaints and tribunals.
*   Parents called for greater SEND understanding in mainstream schools particularly around behaviour as communication, reasonable adjustments, and mental health needs.
*   Better transitions between settings (early years to school, primary to secondary, and post-16) were frequently requested.
Improved communication and being listened to
*   Families consistently asked for:
    *   Clearer, more joined-up communication between education, health and social care.
    *   Professionals who listen to parent carers, value their expertise, and involve them meaningfully in decisions.
    *   Transparent feedback, timely responses to emails, and clearer information about processes, roles and thresholds.
*   Poor communication was often described as a key source of distress and mistrust.


Mental health and emotional wellbeing support
*   Many families said access to appropriate mental health support for children and young people would make a significant difference, particularly during crises.
*   Parents noted services often felt rigid, neurotypical in approach, or inaccessible for neurodivergent children.
*   Support for parent carer mental health, emotional wellbeing, and loneliness was also highlighted as important.
Support that fits working families and real life
*   Working parents highlighted barriers such as:
    *   Appointments, groups and forums held only during school or working hours.
    *   Lack of evening, weekend or flexible provision.
*   Families asked for services to better reflect the realities of work, transport limitations, and caring responsibilities.
Access to social care, respite and short breaks
*   Many families said things would be easier with:
    *   More respite, PA support and short breaks, especially for children with complex, medical or PMLD needs.
    *   Services that are genuinely inclusive and appropriate, rather than one-size-fits-all or unsuitable environments.
    *   Clearer criteria and fairer decision-making around eligibility and outcomes-based budgets.
Practical support and information
*   Parents requested:
    *   Better signposting and guidance, including step-by-step explanations of SEND pathways and available support.
    *   More practical advice on managing behaviours, routines, sleep, sensory needs, and everyday challenges.
    *   Easier access to community activities, SEND-friendly provision, and transport-accessible opportunities.

Health Services – Summary of Feedback
Overall Experience
*   Parent carers report predominantly poor experiences of health services.
*   Positive experiences are inconsistent and practitioner‑dependent, rather than systemic.
1. Excessive Waiting Times
*   Long waits for autism, ADHD and mental health assessments, particularly via BeeU and CAMHS.
*   Many children deteriorated or reached crisis while waiting.
*   Several families paid privately for diagnoses due to delays.
2. BeeU (Neurodevelopment & Mental Health)
*   Frequently described as: Hard to access, Unclear about referral pathways, High 	thresholds for support
*   Families report being:
    *   Rejected without explanation
    *   Passed between GP, school, and BeeU with no ownership
*   Support often limited to signposting rather than intervention.
3. Limited or Ineffective Therapy
*   Speech & Language Therapy, OT, Dietetics often described as Minimal, Generic, Not child‑specific
*   Therapy stopping abruptly at key transitions (e.g. moving to secondary school).
*   Reports of “leaflets instead of support”.
4. Communication Failures
*   Poor coordination between GPs, Schools, Health services, 
	Conflicting advice and inaccurate information from professionals.
*   Parents feel they must continually chase, escalate, or repeat concerns.
5. Mental Health Support
*   Mental health services seen as:
    *   Inflexible, Neurotypical in approach, Too slow to respond when children are unwell
*   Particular concern for:
    *   Masking children, Girls with SEMH / AuDHD, Children without a diagnosis

What Worked Well (When It Did)
*   Individual practitioners who:
    *   Listened, showed understanding of neurodiversity, adapted appointments and 	environments
*   Positive hospital experiences where staff adjusted for sensory needs.
*   These positives are described as exceptions, not the norm.
Impact on Families
*   Parents report:
    *   Increased stress, burnout, and poor mental health
    *   Loss of trust in health systems
    *   Children missing critical early intervention
Overall health message: 
Health services are seen as overstretched, slow, poorly coordinated, and reactive rather than preventative, forcing families to manage risk and crisis alone for long periods.


Social Care – Summary of Feedback
*   Overall experiences of social care are reported as largely poor to very poor, with only a small number of positive examples.
*   Families describe social care support as inconsistent, difficult to access, and inequitable.
Key Issues Raised
1. Access and Eligibility
*   Many parents report being told their child no longer meets criteria, despite:
    *   Diagnosed needs
    *   Existing EHCPs
    *   Increased family pressure or breakdown risk
*   Decisions are often perceived as outcomes‑ or budget‑driven, rather than needs‑led.
*   Parents report little transparency around how decisions are made.
2. Short Breaks, Respite & PA Support
*   Significant concerns about:
    *   Reduced or withdrawn respite
    *   Long waits for PA support
    *   Inflexible provision
*   Activities and services are frequently:
    *   During school hours only
    *   Not suitable for working parents
    *   Not appropriate for children with complex or medical needs
*   Loss or reduction of hours is described as pushing families towards crisis.
3. Equity and Fairness
*   Strong feelings of inequity between families:
    *   Some families receive substantial support with fewer needs
    *   Others with high, complex needs receive very limited support
*   Working parents feel especially disadvantaged by the way services are designed and delivered.
4. Communication and Relationships
*   Parents describe:
    *   Poor communication from social workers
    *   Long response times
    *   Having to chase persistently for updates
*   Families often feel unheard, dismissed, or blamed, even when raising safeguarding or wellbeing concerns.
5. Impact of Service Changes
*   Service changes (e.g. revised short breaks offers, provider changes) are often:
    *   Poorly communicated
    *   Implemented without co‑production
    *   Experienced as a loss of support rather than a development
*   Parents report that feedback given through forums does not result in visible change.
 Inclusion Gaps
*   Families of children with PMLD and complex medical needs report:
    *   Very limited appropriate social care provision, Few or no suitable activities, Feeling that offers are focused mainly on ASD/ADHD, Lack of facilities (e.g. appropriate changing spaces) further restricts access.
Impact on Families
*   Social care difficulties contribute to:
*   Family exhaustion and burnout, Parents giving up work or reducing hours, Increased isolation, Heightened risk of family breakdown
Overall social care message:
Social care is perceived as under‑resourced, inflexible, and unequal, with families spending significant time fighting to retain or access basic levels of support rather than being proactively supported.


SEND Education Process – Summary of Feedback
Parent carers report highly inconsistent experiences of SEND education, with outcomes often dependent on individual schools or professionals rather than a reliable system. While some specialist settings and proactive school leaders are praised, many families describe significant delays, unmet needs, and poor accountability across mainstream and specialist provision.
The EHCP process is a major source of concern, with frequent reports of delayed assessments, late or ineffective annual reviews, and Section F provision not being delivered. Parents describe having to continually chase, escalate, or formally complain to secure basic entitlements, with some children missing months or years of appropriate support.
Mainstream settings are often described as ill‑equipped to meet need, particularly for:
*   Children who mask, with SEMH needs, without a diagnosis, experiencing EBSA
Behaviour policies are commonly criticised as punitive and inflexible, with reasonable adjustments withdrawn as sanctions, contributing to emotional harm, anxiety, and school avoidance.
Overall, SEND education is viewed as reactive rather than preventative, placing a heavy emotional and practical burden on families and leaving many children without the timely, tailored support they need to thrive.

EDUCATION SETTING EXPERIENCES – Summary of Feedback
Parent carers report mixed experiences across education settings, with outcomes strongly influenced by individual schools, leadership, and staff attitudes. Positive experiences are most often linked to specialist settings or mainstream schools where staff are flexible, communicative, and genuinely understand SEND, leading to improved wellbeing, engagement, and progress for children.
However, many parents describe significant challenges in mainstream settings, including limited understanding of SEND, inconsistent implementation of support, and poor communication with families. Children are frequently expected to fit into rigid systems, with insufficient reasonable adjustments, particularly for those who mask, have SEMH needs, or are still awaiting assessment or diagnosis.
Transitions between settings (early years to primary, primary to secondary, or into post‑16 provision) are highlighted as points of vulnerability, where planning is often late or inadequate. Several parents describe children experiencing anxiety, regression, or disengagement when support is not adapted to their needs.
Overall, education setting experiences are described as uneven and inconsistent, with strong practice existing alongside significant gaps. Parents emphasise that when schools listen, adapt, and work in partnership with families, outcomes improve markedly—but this is not yet a universal experience.
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